
N
ew

 faces
The State G

enetics Program
 w

elcom
es tw

o genetic counselors to the program
: A

llison Taylor and
Lianne H

asegaw
a.  A

llison joins us as the Project Coordinator for the G
ene A

ID
 project, and

Lianne is a Project Specialist for the Tandem
 M

ass Spectrom
etry Project.

G
enetics Anti-D

iscrim
ination for Em

ploym
ent (Act 217)

H
aw

ai`i has becom
e the 28th state to specifically prohibit the use of genetic inform

ation or genetic
testing for em

ploym
ent purposes (A

ct 217).  This law
 applies to potential em

ployees, as w
ell as

current em
ployees.

H
awai`i Birth D

efects Program
 (Act 252)

The program
 w

as initially established in 1988 as a research project.  A
fter 14 years of collecting

inform
ation about birth defects in H

aw
ai`i, the program

 is now
 officially m

andated to be part of the
D

epartm
ent of H

ealth and w
ill be self sustaining.  For further inform

ation, please contact Ruth
M

erz at 587-4120 or hbdp@
crch.haw

aii.edu.

A
ttention H

ealth C
are Providers!

The G
enetics Program

 is developing a Spring 2003 conference for H
ealth Care providers.

The conference w
ill cover the issues physicians rated highest am

ong interest levels during
the 2000-2001 physician needs assessm

ent including: breast cancer, colon cancer, diabetes,
and cardiovascular disease.  M

ore inform
ation w

ill be in the next G
eneN

ew
s issue.
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From
 left to right:

A
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N
icole Sam

eit
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irose (front)
Lianne H

asegaw
a

Sylvia A
u

N
ew

 Legislation

The 2002 H
aw

aii State Legislature passed tw
o genetics related bills and both w

ere signed into
law

 by G
overnor Ben Cayetano.  Thank you to the m

any individuals and organizations for your
support.
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W
e are excited to report the launch of a research project in H

aw
aii (in conjunction w

ith three other states) that w
ill

look at the genetic causes of hearing loss in infants.  A
ll infants diagnosed w

ith perm
anent hearing loss through

new
born hearing screening or before their third birthday w

ill be invited to join the study.  Participation in the
study w

ill include a full genetics evaluation, discussion w
ith a genetic counselor and geneticist (a doctor w

ho
specializes in genetics), and genetic testing.  Parents w

ill be contacted w
ith the testing results.  Parents w

ill also
have the option to have part of their child’s blood sam

ple stored for future tests as they becom
e available.  For

m
ore inform

ation, please contact A
llison Taylor (733-4998) or Lianne H

asegaw
a (733-9039).

“U
sed w

ith perm
ission of Bob Thaves”
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G
enetics C

auses of C
ongenital H

earing Loss

A
pproxim

ately, 1 in 300 babies is born w
ith a hearing loss.  W

hile m
ost cases of hearing loss in

infants are believed to have a genetic cause, m
ore research is needed to better define all causes.
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State Plan U
pdate

                C
onference O

verview
W

e are in the final stages of the H
aw

aii G
enetic A

ssessm
ent

and Planning Project (H
G

A
PP).  The draft revision of the

State G
enetics Plan is available for public review

 and
com

m
ent at w

w
w.haw

aiigenetics.org.

The revised Plan is an update of the original 1993 State
G

enetics Plan and w
ill incorporate the recom

m
endations

and findings from
 our recent statew

ide genetics needs
assessm

ents. The responses from
 the needs assessm

ent
have enabled us to determ

ine the baseline level of genetic
aw

areness of our population, the general attitudes tow
ards

genetic testing and screening, and the preferred m
ethods

and subjects for genetics education.

The second conference in the series, entitled “The Im
pact

of G
enetics on Public H

ealth: Putting the Pieces Together”,
w

as held M
ay 7-8

th , 2002 at the H
ilton H

aw
aiian Village.

The event, targeting public health professionals, w
as a huge

success w
ith over 100 participants from

 across the state.

Experts from
 the m

ainland and staff from
 the H

aw
aii

D
epartm

ent of H
ealth spoke on a variety of topics of state

and national significance.  Topics included the A
BCs of

genetics, the H
um

an G
enom

e Project, the expanded
new

born m
etabolic screening program

, updates on the
          state genetics program

, current genetics
           legislation, the H

ealth Inform
ation Portability and

           A
ccountability A

ct (H
IPA

A
), the genetics of

          hearing loss, and the genetics of autism
.

          The conference is part of an ongoing effort to
          raise aw

areness of the im
portant relationship

          betw
een genetics and public health and how

 to
          incorporate genetics in public health program

s.
          A

n overw
helm

ing m
ajority of the participants

         rated the conference as relevant and expressed
          enthusiasm

 about the overall experience.  Please
          check our w

ebsite for upcom
ing educational

         sessions.

For m
ore inform

ation about the G
enetics

Program
 or any of our projects, please go to

our w
ebsite at:

w
w

w
.haw

aiigenetics.org
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A
lpha Thalassem

ia in H
aw

aii

A
lpha Thalassem

ia is an inherited form
 of anem

ia.  Certain types of alpha thalassem
ia cause chronic illness and death,

w
hich is preventable if better recognized.  There are m

any different types of alpha thalassem
ia, each w

ith its ow
n

clinical pattern and significance. Because of the m
ixed ethnic backgrounds of our population, these various types of

alpha thalassem
ia are especially prevalent in H

aw
aii.

A research project w
as initiated in M

arch of 2001 by D
r. K

elley W
oodruff, the D

O
H

 N
ew

born M
etabolic Screening

Program
, Q

ueen’s M
edical Center, and the O

regon State Public H
ealth Lab, supported by the Clinical Research Center.

 The goals of the project are to:
•

Identify the different types of alpha thalassem
ia in the infants detected through new

born screening;
•

Com
pile inform

ation regarding ethnic backgrounds, types of gene deletions and abnorm
alities; and

•
Correlate the new

born screening results and the actual alpha thalassem
ia D

N
A

 m
utations.

The clinical research phase of the project is com
pleted and the data is being analyzed.  H

ow
ever, there has been a

continued request for services, so the Q
ueen’s G

enetics Thalassem
ia Clinic has been established.  The Thalassem

ia
Clinic w

ill offer further genetic testing, genetic counseling and education for fam
ilies w

ith inherited anem
ia.  You can

contact the Thalassem
ia Clinic at 537-7633.

C
ontact U

s:

w
w

w.haw
aiigenetics.org

sylvia@
haw

aiigenetics.org

allison@
haw

aiigenetics.org

lianne@
haw

aiigenetics.org

nicole@
haw

aiigenetics.org
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Tandem
 M

ass Spectrom
etry Project U

pdate
A

s of M
arch 1, 2002, the N

ew
born M

etabolic Screening and G
enetics Program

s successfully launched
the supplem

ental new
born screening pilot project using technology called Tandem

 M
ass Spectrom

etry (M
S/M

S).

H
aw

aii currently screens for seven m
andated disorders in new

borns.  M
S/M

S technology allow
s us to increase this

num
ber to over thirty disorders and still have the program

 m
aintain cost effectiveness.  A

s part of the M
S/M

S pilot
project, this supplem

ental screening is being offered to parents of all infants born at K
apiolani M

edical Center betw
een

M
arch and Septem

ber 2003.  The pilot project has proven to be a great success w
ith over 1600 parents agreeing to

participate in the supplem
ental screening to date.  O

ne of the parents w
as so interested in the research that she has now

taken a job w
ith us as a project assistant getting inform

ed consent from
 new

 m
others!

H
ow

 C
an I G

et Involved?

              If you are a new
 parent, an expectant m

other, a new
 m

other (w
ithin the past 12 m

onths), a health care professional,
             or m

em
ber of the general public, w

e need your help!

              W
e w

ill be conducting focus groups to get your feedback on how
 this new

 technology affects or m
ay affect you,

               and your experience w
ith screening so far.  Focus groups w

ill be scheduled w
ithin the next few

 m
onths.  If you are

               interested in participating in the focus groups, or for m
ore inform

ation about the M
S/M

S project, please contact
            Lianne H

asegaw
a (808) 733-9039 or N

icole Sam
eit (808) 733-8387.

C
urrent Statistics for Tandem

 M
ass

Spectrom
etry R

esearch Project
(C

alifornia and H
aw

aii)

January 7 - A
ugust 16, 2002

N
ew

borns Tested:

N
ew

borns Referred
for Follow

-up:

C
ases detected:

Turn-around tim
e

for H
aw

aii specim
ens:

100,589

285
(0 for H

aw
aii)

11*

12 days from
 tim

e
of blood collection

* C
ases detected:  3 M

edium
 C

hain A
cyl-C

oA
 D

ehydro
genase D

eficiency (M
C

A
D

), 2 Short C
hain A

cyl-C
oA

 D
ehydrogenase D

eficiency (SC
A

D
), 1 G

lutaric A
cidem

ia-
Type II (G

A
-II), 2 M

ethylm
alonic A

cidem
ia (M

M
A

), and 3
 possible SC

A
D

 still under investigation.

Fun and Educational Resource Kits are being
developed to bring genetics into the high school
classroom

…

Increasing genetic aw
areness and genetic education

are key goals of the H
aw

aii G
enetic Aw

areness,
Im

plem
entation, and D

ata Project (G
ene A

ID
).  W

e
are currently developing educational resource kits
that w

ill be distributed to high school biology
teachers state-w

ide.  The kits w
ill consist of

educational activities, m
aterials, and discussion

 topics relevant to genetics.
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